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Process for Paper Preparation

APrepared draft outline for review by ACHDNC

AACHDNC approved outline and recommended working group
AReviewed and validated current State storage times
ACompleted background literature review

AWork group members prepared various sections of paper
building on literature extracts provided by workgroup chairs

AChairs assimilated material into working draft, executive
summary, and recommendations

AThree webinars of 17 1.5 hrs held with over 350 participants

AWork group provided input and approval of final editions of
paper, summary and recommendations




Community Input

E Three Webinars with Stakeholders

E Webinars designed to provide the newborn screening
stakeholder community with information about a subject of
special interest to the ACHDNC and to solicit outside input

Il nto the preparation of a di s
lead to further ACHDNC actions.

E Participation
I Genetic Alliance
F 106 participants logged into the webinar
I Regional Collaboratives T Principal Investigators, etc.
r 38 participants logged into the webinar

I Association of Public Health Laboratories
F 220 participants from 49 states




Questions/Comments Recelved

E Three types of questions and comments
I Technical
I Education
I Policy




Questions/Comments Recelved

1. Technical in nature

F What is the temperature of the biobank?

r What should be done with unsatisfactory
specimens with respect to biobanking?

F Do you have support from prenatal providers for
Improving education materials about newborn
screening and the use of residual specimens?




Questions/Comments Recelved

2. Public Education

=

Will you discuss the possibility that more parents will opt
out due to fear of research

What is the likelihood the prenatal care providers will
follow through with an educational mandate?

Do you have support from prenatal providers for
Improving education materials about newborn screening
and the use of residual specimens?

In accordance with the recommendation that States
need to be more proactive in prenatal NBS education, it
would be helpful if the ACHDNC would make a similar
recommendation to professional organizations.




